The limited epidemiological data in India on intellectual disability suggest a prevalence of around 2--2.5% in the general population. An excess prevalence in males, rural areas and low-income groups is reported. Acquired causes account for about 30% of cases. It is estimated that at least 25% of intellectual disability is preventable in India (Srinath & Girimaji, [@r6]).

Legislation {#s1}
===========

The first attempt by the central government to provide legislation for people with disability resulted in the Persons with Disabilities Act 1995, an Act that emphasised equality of opportunity and non-discrimination, together with the range of services that needed to be developed, such as prevention, early intervention, education, training and social benefits. This Act is currently undergoing revision to bring it in line with the United Nations Convention on the Rights of Persons with Disabilities. Both central and state governments have introduced many social justice measures such as disability pensions, family pensions, travel concessions, income tax exemption and health insurance, but, as noted above, limited access to the benefits and the extent of utilisation are causes for concern.

Later legislation that specifically addressed those with intellectual disability included the National Trust Act 1999 for persons with 'mental retardation', cerebral palsy, autism and multiple disabilities. This Act was intended to empower persons who could not speak for themselves, as well as their families. It was envisaged that it would permit greater participation of parents' associations (see below) and non-governmental organisations (NGOs) in service development. Subsequent Acts, policies and issues, including progress in research and in human resources, have been reviewed elsewhere (Girimaji & Srinath, [@r2]). One notable development has been a remarkable growth in the number of professionals trained in special education (Narayan, [@r4]).

Services {#s2}
========

India has many prevention and promotion programmes that concern intellectual disability. These include integrated child development services as well as reproductive and child health services. Their main focus is on health education, health promotion during pregnancy, optimum perinatal care, childhood nutrition, immunisation and, to some extent, early detection and intervention.

A recent and widely acclaimed programme is the National Rural Health Mission. Of great interest is the role of 'accredited social health activists'. These are women from the local community who are paid to educate rural folk and bring them into contact with services. Their roles include booking clinic appointments for pregnant women, bringing them for periodic checkups, ensuring hospital-based delivery and bringing sick children to hospital for care.

Clinical services for intellectual disability are inadequate and unevenly distributed. They include: clinical evaluation, physical and psychological testing, parent counselling, treatment of comorbid physical and mental disorders, and genetic counselling. Mental hospitals, general hospital psychiatric units, paediatric clinics and a handful of child guidance clinics and intellectual disability clinics provide some mental health services. There are a few referral centres that provide good-quality care; they also undertake some professional training and research.

Families and family-focused intervention {#s3}
========================================

The closely knit kinship systems in India have always cared for their members with intellectual disability. Institutionalisation, unlike in the West, has never been a major movement in India and a very small proportion of the population with intellectual disability lives away from home. Families generally take care of their needy relatives with compassion, because of a sense of duty. This does not mean that they do not suffer; studies have demonstrated that families experience high levels of stress because of the care burden upon family members, especially mothers (Girimaji *et al*, [@r3]). There may be a negative impact on the family's quality of life, as well as that of the affected individuals, because of the lack of adequate support services. Recent social changes in terms of globalisation, urbanisation and Westernisation may have, to some extent, eroded the capacity of families to cope in these circumstances.

In the 1980s and 1990s, professionals working with intellectual disability started exploring the possibility of involving families in management. They were successful in training parents to use behaviour modification techniques and in teaching self-help skills. The approach has now found widespread application, albeit with wide variations in goals and approaches (Russell *et al*, [@r5]; Girimaji, [@r1]), affirming the strength of parent--professional partnerships. A National Trust Act grant now funds training programmes for informal caregivers.

Community-based rehabilitation initiatives in India {#s4}
===================================================

One can trace three or four decades of community orientation in the organisation of services for people with intellectual disability in India. This developed initially from outreach services, satellite clinics and camps run by centres that were already providing some support to that population, but which felt the need to extend their involvement, driven by the philosophy of 'reaching the unreached'. Those centres also engaged in the training of workers at the grassroots level.

The initial focus of community-based rehabilitation (CBR) was on highly 'visible' impairments such as locomotor disability, blindness and deafness. However, within the past two decades intellectual disability has been included on the CBR agenda, an extension initiated by NGOs with strong community links and, later, by governmental agencies. One example is the establishment of district disability rehabilitation centres (DDRCs). An interesting feature of DDRCs is that at least one grass-roots worker must be a person with a disability, called *vikalang bandhu*.

Typical activities in CBR programmes include: improving community awareness and attitudes; reducing social isolation and enhancing community participation; helping individuals and their families to access services and benefits; transferring skills to families for home-based training programmes; and improving school enrolment.

There is no doubt that the CBR approach holds promise, with the participation of a trained grass-roots worker as the key professional. By way of example, a 10-year-old boy with severe intellectual disability was never taken out of the house, as his mother feared he would have a recurrence of his seizure on exposure to the wind, but also because she felt ashamed of having a handicapped child. A CBR worker visited her at home, counselled her and initiated the child's socialisation by convincing the mother to take him to the village temple. This visit succeeded because the CBR worker accompanied her. The outing provided a turning point in the boy's and family's life, and reduced the social consequences of his disability.

Parents' associations {#s5}
=====================

The parental self-help movement has its origins in 1981, with a workshop held in Bangalore (sponsored by the World Health Organization and the Indian National Institute of Mental Health and Neuro Science) and it has seen remarkable growth. Currently, there are more than 180 parents' associations and the number is growing. These associations have formed an umbrella organisation, Parivaar (a Sanskrit word meaning 'extended family'). They play an increasing role in advocacy, awareness, the organisation of services, participation in legislative initiatives and policy-making, and the implementation of relevant policies and programmes (see [www.parivaarnfpa.org](http://www.parivaarnfpa.org)).

Education and training {#s6}
======================

Special schools for children with intellectual disability were first organised in India over five decades ago. They are mostly run by NGOs, with or without the support of public funds. They started in large metropolitan areas, but later spread to smaller cities and towns. Their number has seen a phenomenal growth in the past decade and there are now more than 1200 such schools all over India.

The government of India recently endorsed the philosophy of inclusive education and has started the 'Education for all 6- to 14-year-olds' programme ('Sarva Shiksha Abhiyan'). This follows a zero-rejection policy, which means that all children -- regardless of any type or degree of disability -- should receive appropriate education, preferably within regular schools or through education at home from specially trained teachers. This programme has witnessed considerable growth in recent years. A further development has been the enactment of the new Right to Education Act.

Services for adults with intellectual disability are still relatively undeveloped. Vocational training and job placement services are hard to find, even in metropolitan areas. There is some potential for the employment of people with intellectual disability in rural, agriculturally based economic activities, but this arrangement needs further exploration and consolidation.

Conclusions {#s7}
===========

Currently in India, there is a mosaic of services for people with intellectual disability. Within recent years innovative approaches for the better management of these conditions in childhood have emerged, including parents' associations, family-focused interventions and CBR programmes. Families continue to be a major source of care, but they are in need of many additional services and support. Landmark legislation to recognise and address the problem has been passed but it still requires full implementation. We anticipate a stronger, rights-based approach to service development in the years to come.
